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The lived experience of mental
health service users in a UK
community rehabilitation scheme

Omar A Kowlessar, Kevin P Corbett

Aims: There is a paucity of research on the lived experience of mental health service users in

community rehabilitation services. This exploratory study researched this phenomenon within one UK

community rehabilitation scheme.

Methods: A non-experimental phenomenological design and analysis of semi-structured interviews

enabled an exploratory description of the phenomenon. Use of this design was based on policy

recommendations and gaps in the literature on the lived experience of users.

Findings: Interpretative phenomenological analysis of data yielded five overarching themes not

previously reported: belief about mental illness; the value of independence; community rehabilitation

scheme accommodation/peer relationships; adjusting to a community setting,; and feeling involved in

care; all of which emerged from 64 sub-themes related to the phenomenon.

Conclusions: The study revealed shared and unique experiences and highlighted how being cared

for within a community mental health rehabilitation service involved users carefully/logically weighing

up gains/disadvantages; such as being provided with accommodation/financial benefits together

with feeling ‘labelled’/coping with a potentially stigmatising diagnosis. The study yielded rich and

varied data as individual experiences are posited as differing according to users’ own perceptions,

experiences and social context. Implications are discussed for professionals working in community

mental health rehabilitation settings.
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nited Kingdom (UK) mental health pol-

icy continues to highlight a positive role

both for community-based settings and

the voices of service users in the fashion-
ing of service delivery (Department of Health, 1999;
2001; Goodwin, 1993). Current services are com-
missioned to provide care within less socially stig-
matising settings compared to those of previous eras
(Goodwin, 1993). Services such as the Community
Rehabilitation Scheme (CRS) currently try to com-
bine psychiatric/social care to enable user independ-
ence. CRS is commissioned by the National Health
Service (NHS) from Creative Support, an independ-
ent sector organization working under the auspices
of the UK’ National Care Standards Commission
(Creative Support, 1998). The CRS employs quali-
fied mental health professionals and support workers
to provide packages of community-based rehabilita-
tive care that combine housing provision, statutory
benefits and tenancy agreements.

AIMS

The concept of community rehabilitation has gath-
ered socio-political impetus over the years as mental
health services have evolved. The authors, who have
experience in various mental health settings, were
keen to explore this area and conducted an explor-
atory study to highlight and understand the lived
experiences of service users within one community
mental health rehabilitation setting: an inner city
CRS in the UK. The findings have implications for
practitioners working in similar settings.

BACKGROUND

The inner city CRS explored in this study was com-
missioned to provide care packages for 21 male
service users with schizophrenia diagnoses aged
between 18—65, living in shared/supported accom-
modation. Users of the scheme are supported for
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between 2—4 years before moving on to other set-
tings. CRS represents an innovative context not rep-
licated by other services; the main goal of the care
team is to promote independence through develop-
ment of users’ personal/domestic life skills

A literature search was undertaken to identify
themes relevant to CRS users and to identify appro-
priate research methods. Studies were included that
met the following criteria: 1) used qualitative meth-
ods; and 2) focused on the lived experience of men-
tal health service users in community rehabilitation
settings. Databases searched included: Cumulative
Index to Nursing and Allied Health Literature,
Psychiatric Information, and Medline. Key search
terms included: ‘Phenomenology’, ‘Mental
Health’, ‘User Experience’, ‘Lived Experience’,
‘Schizophrenia’ and ‘Community Rehabilitation’.
The search identified a total of 42 studies which
were of relevance to services users in receipt of
schizophrenia diagnoses. The relevant themes—that
of user experiences/involvement, medication and
occupation/employment—are summarized below.

User experience and involvement
UK policy highlights the importance of user experi-
ences (Department of Health, 1999; 2001) yet few
studies have focused on user experiences within
community-based mental health rehabilitation, pos-
sibly a result of their dispersed locations (e.g. Canvin
et al, 2002). Some studies reflected users’ knowledge
of community settings (e.g. Goodwin, 1993; Rose,
2001; Canvin et al, 2002; Carrick et al, 2004) and
revealed that users are:
M Insufficiently involved in service implementation/
management (Crawford, 2001)
B Can be poorly informed about medication
(Crawford, 2001)
M May have care programmes lacking any objectives
(Canvin et al, 2002)
B May fail to receive copies of their own care plans
(Canvin et al, 2002).
User involvement is associated with service effec-
tiveness (Blenkiron, 1998; Pilgrim and Rogers, 1999)
and incorporation of users as experts in their own ill-
ness is seen as useful for service delivery, promoting
person-centeredness and social inclusivity (Tait and
Lester, 2005). The latter term conveys ambiguity by
meaning both better integration of users within soci-
ety without marginalization (Tait and Lester, 2005)
and better societal integration of those stigmatized
with psychiatric labels (Simpson and House, 2002).
Initiatives in which users act as employees, research-
ers and/or trainers (Simpson and House, 2002) are
also seen as therapeutic (Crawford, 2001). Similarly
the term ‘service user’ may indicate a pathologized
identity while also pointing to identities/roles such as
‘consumer’, ‘provider’ and ‘survivor’ (Tait and Lester,

2005); although Sharma et al (2000) reported that
more mental health users prefer the label ‘patient’ to
that of “client’, ‘survivor’ or ‘consumer’.

Medication

Medication is shown to influence users’ wellbeing as

a function of:

B Managing treatment, which includes involvement,
control and relationship with health professionals

M Understanding situations, which includes insight
and beliefs about illness

M Evaluating treatment, which include positive/
negative effects of various treatment modalities
(Carrick et al, 2004).

Occupation and employment

Supported occupational job schemes that offer
users assistance are reportedly more effective than
forms of paid employment, unlike prevocational
training (Crowther et al, 2001). Legal restrictions
apply to the total number of paid hours users can
work before benefit is reduced (Disability Alliance,
2007). Therefore, it may not be viable for all users
to sustain paid employment. Overcoming such insti-
tutionalized stigmatization and/or discrimination
has always been part of official policy, yet debate
exists over the most effective measures to achieve it
(Green et al, 2003). For example, users are known
to disapprove of traditional mental health cam-
paigns that represent users as inherently vulnerable
so perpetuating stereotypes about users’ so-called
vulnerability (Green et al, 2003).

Approaches to research

Few existing studies used phenomenological
approaches. Olson (2002), a psychiatrically diag-
nosed mental health nurse, analysed his own expe-
rience as a service user. He reported experiencing
shame, medication, confusion, labelling and stigma;
all of which led him subsequently to view diagnoses
as crudely crafted hypotheses formulated by caring,
yet distracted, professionals (Olson, 2002: p438).
Olson (2002) showed that knowledge/real world
action(s) emerge(s) from the experience of being a
user; implying that adoption of a phenomenological
approach had potential to render such phenomena in
their true, unbiased and essential forms (Collaizzi,
1978). The literature review also showed that semi-
structured interviews were conducive to a phenom-
enological approach by enabling data creation in
which respondents draw on their own world views/
language (Collaizzi, 1978). As the literature was also
found to under-report personal experiences of serv-
ice users in community-based rehabilitation schemes
(Olson, 2002), so the aims of this study were formu-
lated to identify such experiences and assess their
relevance to rehabilitation practice.
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METHODS

Ethical considerations

Both university and NHS research ethics/research
and development approval was applied for and duly
granted. All potential participants were mailed an
information sheet. If they were interested, or had
further questions, they could contact the researcher
by telephone. A meeting was then arranged in which
they could ask further questions and, if desired they
could enrol in the study by signing consent forms.
Pseudonyms were used to anonymise all verbatim
quotes and interview transcripts could not be shared
with other CRS staff.

Sampling

Formal NHS/University ethics approval required
the prospective participants to be: 1) in the care of
CRS; 2) living in the community either alone/shar-
ing but not in-patients; and 3) able to participate in
an English language interview. Based on these sam-
pling criteria, 15 services users (from a total of 21)
were identified as potential respondents by meeting
the criteria. Of these 15, ten expressed an interest;
with five others stating that they did not wish to par-
ticipate. Before the interviews began, three of the ten
participants who were originally interested withdrew
their participation prior to enrolment because they
felt that they did not want to be involved in research.

Data collection

All interviews were semi-structured (Hunt and
Smith, 2004) and tape-recorded in participants’
homes. The interviewer was a staff member of the
CRS and known to the participants; it was felt that
this familiarity would help participants to talk can-
didly about their personal feelings/experiences. Each
interview consisted of open, non-leading questions
and probes with minimum direction. All participants
were initially asked the following question about
their experience of CRS as a starting point for nar-
ration of personal experience: “What is it like being
part of the CRS?’ The following open-ended probes
were used to elicit meaning and clarify incomplete/
ambiguous responses (Babbie, 1992):

M ‘Can you elaborate?’

M ‘Earlier you mentioned
M ‘How did that make you feel’

M ‘Can you give me examples of what you mean?’
M ‘Please continue’

M “What did you meanby ____ 7’

M ‘How did that experience affect you?

B ‘What does/did that mean to you?’

B‘Goon’

The interviewer used personal reflection/attentive lis-
tening with eye-to-eye contact and forward leaning/
head nodding to demonstrate interest and to encour-

k)

age participants with their narration (Kimble, 1990).
Interview length was determined by each participant.

Data analysis
Phenomenological analysis preserves each unique
lived experience of the phenomenon and enables
understanding of meaning (Banonis, 1989: p37).
Therefore, analysis began during data collection
with the lead researcher actively listening, clarifying,
reflecting and intuiting (Chambers, 1998). All inter-
views verbatim were transcribed manually. For pur-
poses of credibility and trustworthiness all research
participants were re-approached during analysis to
elicit their feedback on the emerging themes/nar-
ratives relating to their transcript. The supervising
researcher [KC] provided ongoing critical appraisal
of data transcription, coding, analysis and the emerg-
ing thematic findings, thereby enhancing the trust-
worthiness of the data analysis (Smith, 2007).
Analysis was underpinned by Smith’s (1996)
idiographic case-study approach for Interpretative
Phenomenological Analysis (IPA). IPA is a bottom-
up inductive approach that attempts to understand
how individuals make sense of/perceive experiences.
It simultaneously gives the researcher a privileged
insight into the subjective world (Smith, 2004).
This approach requires the researcher to continu-
ally engage in a process of reflexive bracketing so
to cast aside their personal assumptions/biases and
uncover the essence of the phenomenon under scru-
tiny (Finlay, 2003). The researcher works collabo-
ratively with research participants using the latter’s
interpretations for interpreting data. The researcher
effectively becomes a phenomenological ‘insider’
through immersion in the private perceptual world
of the research participant (Smith, 2004). Through
collaboration, reflexivity and interpretation, the ele-
ments of the phenomenon in question are gradually
revealed. IPA enables the identification of shared
experiences and/or unique themes within small
samples of respondents (Smith, 1996; Fade, 2004).
Each transcript was read thoroughly several times
and coded according to the themes as they were
abstracted (Smith, 1996; Fade 2004). Themes from
one transcript informed the analysis of each suc-
ceeding transcript (Smith, 1996; Fade, 2004). The
abstracted themes were relationally clustered ena-
bling the creation of ‘overarching’—cf ‘super-ordi-
nate’ (Smith, 1996)—themes, which reflect broad
commonalities underpinning the discrete ‘sub-
themes’ —cf ‘subordinate’ (Smith, 1996).
Hermeneutic reflection (Finlay, 2003) was adopted
during analysis to enable the coder to serially re-
engage with the transcripts to re-evaluate themes/
interpretations in a cyclical and repetitive manner,
with the aim of uncovering multiple layers of the phe-
nomenon (Husserl, 1962). The process of reflexivity
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required the researchers to be aware of the manner in
which their involvement contributes to the construc-
tion of the data in the framework of understandings
(hermeneutic). This framework is developed by the
research participants, who are viewed as knowledge-
able actors (Giddens, 1982; 1984). It is accepted that
excluding bias is not fully achievable in qualitative
research (Finlay, 2003). Thus, bracketing/reflexivity
were ongoing as the researchers critically interpreted
participants data to analyse how a double herme-
neutic pertains. In this approach, participants’ lived
experiences are shaped by their own understandings,
and this in turn helps to shape their own real world
practices/actions as participants; so reflexively con-
stitute their lived experience-the object of study for
the researchers (Giddens, 1982; 1984) Such critical
awareness of the operation of a double hermeneutics
enhanced the validity of the analytic findings, as the
researchers engaged with the meaningful social world
formed in the participants’ language, and reflected in
the researchers’ own language (Giddens 1984: p374).

FINDINGS

The mean age of the seven participants was 39 years
(standard deviation (SD)+10 years: range 29 years).
Participants had been with CRS a mean of 3.9 years
(SD +3.3 years; range 8.7 years). Five overarching
themes and 64 sub-themes emerged (7able I). All
participants (n=7) agreed with the researcher’ label-
ling of emergent themes based on the transcribed
interviews. The phenomenological approach used in
this study highlighted elements of the lived experi-
ence that constitutes being cared for by a community
rehabilitation scheme. Although all the participants
were in receipt of the same service, IPA illustrated
that individual participant experiences were rich and
varied, as well as highlighting shared elements. The
next sections, in turn, describe each of the overarch-
ing themes together with their respective sub-themes.

Am | mentally ill?
Some participants expressed ambivalence and cri-
tique of their diagnosis, which appeared to influence
their perceived identity. The concept of identity was
central to participants’ lived experience; it predis-
posed their attitudes, views and experiences and
influenced the nature/essence of subsequent themes.
Several participants articulated both non-belief in
having mental illness and in treatment efficacy:

‘...l don't believe I've got a mental illness

it's more physiological with me. It's never

been looked into though...” Lance

‘I don't have mental illness, the voices are

real...” Bob

Other participants said they thought they were
experiencing mental illness and that their psycho-

tropic medication worked for them:
‘...l can remember times when I've been
really unwell in the past so yeah there’s
no doubt that | have a mental illness,
I'm just glad that the medication and the
support | get help me.’ Lou

‘I was ill for many years and didn't

respond to medication, but now I respond

and doing incredibly well.” Shane

Participants’ articulated views on both their treat-
ments and the nature of mental illness were mutu-
ally intertwined. Some participants who articulated
non-belief about having mental illness also com-
plied with treatment but said their treatments had no
personal benefits for them:

‘I've been taking medication for twenty

odd years now; | don't like taking them

because | don’t believe they work.” Bob

‘...I don't feel | need it, but I'm willing

to keep going because the doctors say

that | need to continue to take it for the

foreseeable future, but one day | want to

be medication-free.’ Jim

Given the views expressed on having/not having a
psychiatric diagnosis, the above admissions of com-
pliance seemed somewhat unexpected. For exam-
ple, it could be hypothesized that those articulating
contests over the identity of their illnesses (and so
contesting the validity of their psychiatric diagno-
sis) may be more likely to articulate non-compli-
ance with medication, and vice-versa. Participants
expressing the view that they were experiencing a
mental illness also articulated how medication
worked for them and did not express any criticism
about medication:

‘l was ill for many years and didn‘t

respond to medication, but now I respond

and doing incredibly well. I'm very very

grateful.” Shane

‘I take my own medication every night at
six; | don’t know what I'd do without it. It
works for me...." Mike
A further sub-theme concerned the negative
effects of medication:
‘It makes me groggy, it makes me piss too
much er, it affects me kidneys. | got a very
strong metabolism me. It makes me feel
a bit subdued as well after taking 400mg
of clozapine at night it wipes me out it's
quite heavy. It makes my mouth very dry
as well. Because it wipes me out | get a
good nights sleep but it sometimes feels
like I've had twelve cans of cider when |
wake up in the morning.’ Lance
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Another sub-theme—of negative hospital experi-
ences—was not exclusively articulated by either of
the above participants:

‘I had bad experiences before | came to the

scheme, when | was in hospital...” Jim

‘The times | have been in (hospital) have

been horrible.” Bob

‘In my experience the hospital staff can be

quite difficult and rude...the crap | went

through in hospital...” Lou

The related sub-theme of ‘stigmatization’ emerged
in connection with descriptions of tangible stigma
caused by having a psychiatric diagnosis and being

treated differently by people in the community:
‘...having been given a free travel pass
to use on public transport that um,
particularly bus drivers, when you get on
and show your pass they tend to give you
a condescending sneer and look down at
you.’ Stewart

Striving for independence

The high value of independence since joining
the CRS was a theme voiced by all participants.
Concerns about independence were further char-
acterized by freedom to come and go; to undertake

Table 1.

Overarching themes and sub-themes emerging from interviews with mental health service users of the
Community Rehabilitation Scheme (CRS)

Am | mentally ill?

M Beliefs about illness

B Medication effects

W Comparison of self with others

M Acceptance of mental health diagnosis

Striving for independence

M Independence

M Decrease in alcohol/cannabis use
B More trusting of people

M Reduced independence

M Independence from mental health services

Connecting with peers and with life
M Benefits of living with other users

B Lack of privacy

B Competent staff

Adjusting to a new way of living

M New context and/or geographical area
B Supportive/unsupportive relationships
M Poor family relationships

M Collaboration

M Expectations of CRS/CRS staff

My care, my choice?

M Care management

M Lack of control

M Cognitive behavioural therapy
W Supportive staff

M Feeling safe

M Beliefs about treatment
M Hearing voices
M Sense of achievement

B Negative hospital experiences

M Sense of achievement
M Feeling less labelled
M Social network

M Dependence from services

M Living with other users
M Feeling safe

B Unsupportive staff

M Support from CRS staff

M Good social networks

M Poor relationships with doctors

B Feeling socially accepted/excluded

MW Unfulfilled service user needs

M Feeling involved in care
B Family involvement

M Sleep clinic

M Caring staff

M Paranoia

H Anxiety

M Self doubt

M Stigmatization

M New experiences

M Leading a normal life
B Improved social skills
M Benefits

M Privacy
M Feeling alone

M Feeling paranoid about staff

M Poor social networks
M Family networks

M Poor social networks
M Feeling less labelled

M Service resources

M Control
M Collaboration
M Specialist care

B Staff as good listeners
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cleaning, shopping, cooking and generally under-
take self-care activities. The following excerpt
summarizes the typical positive views articulated
about independence:

‘...one of the positive aspects of

being at (CRS) is gaining a measure of

independence, with regards to cleaning,

shopping and getting out and about.’

Stewart

However, not all participants expressed such
views:

‘...I've lived by me self since the age of

sixteen and looked after me self until

| went into hospital and came into this

scheme. | still look after me self but |

now live with someone which I feel takes

away a bit of my freedom...when he

(house mate) goes away to his parent’s

over the weekend it’s great | can relax

then and chill out. But when he’s here,

at first it as all right but now it’s really

grinding me down at the minute, so I'm

tending to spend a lot of time alone in

me room...I love me independence and I'd

rather be on me own.’ Lou

The experience of prior high levels of independ-
ence being adversely affected by the CRS setting did
not emerge from all participants. However, the lived
experience of having to share accommodation with
other CRS users was not always reported as over-
whelmingly positive. A sub-theme of ‘independence
from mental health services’ emerged. It is notice-
able that this sub-theme referring to being liberated
from mental health services only emerged from par-
ticipants articulating criticism of the validity of their
psychiatric diagnoses; as if they felt oppressed by
mental health services. This theme expression was
not found in any of the current literature:

‘My aim is to get out of services...| would

like to have a decent flat of me own

and have more friends than | do now.

Somewhere with privacy and free from

services would be nice.” Lance

Connecting with peers and with life
CRS accommodation and peer relationships
formed an integrated overarching theme, which
was expressed by the majority of participants. As
a result of having to share accommodation, most
participants developed relationships with each oth-
ers, and with CRS staff. Participants commonly
reported these as pleasant experiences in which
close relationships could develop:

‘...I'm very lucky that the two people that

I share the house with I've known from

when | used to live at [name of road]

they’re two very nice people, they're

very kind and very thoughtful. They told

me that they were happy it was me who

was moving in to live with them. We've

grown even closer together and go out

together...” Stewart

Face-to-face/group interactions together with
enjoying others’ company and a general improve-
ment in social life were resonant themes:

‘...living and being with other patients you

build life friends really.... | share with two

other people here and we have formed

good friendships. We all get along really

well.” Shane

‘... got friends now; | didn’t have friends
before...” Stewart

‘...l sometimes join in on some of the
activities sometimes, it helps me get out
and socialise with other service users.” Jim

‘Since coming here I've mixed more with
people and I'm more trusting also. I've
got more friends too | never used to give
people a chance before | made my mind
up about them but now | would. So I'm a
more sociable person.’ Lou

‘...I've known S for 12 years now, and

we’ve lived together for four years, we're

best friends, we go out together, go to

the shops and go for a coffee almost

everyday.” Mike

The sub-theme of ‘experiencing pleasant/close
relationships’ was not evident in all participant
interviews. Some participants felt that they did not
have much in common with fellow ‘house mates’
so leading to them to experience loneliness:

‘I must have had about three conversations

with him [name of house mate] in about

8 months, he was antisocial, | may as well

have been living by me self. He was no

house mate. | hardly ever saw him anyway;

he was always in his room sleeping.

Looking back it was a bad move | only

moved to [name of road] to improve my

situation financially. | didn’t feel connected

down there and wasn't making any friends

so | was glad to move back...” Lance

Some participants felt that having CRS staff
present all the time encroached on their privacy and
made them feel that they were under constant scru-
tiny. Not all participants talked about relationships
with CRS staff positively:

‘...I don't feel that the doctor listens to

me or takes into account when | say that |

don’t need it..." Lance
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Adjusting to a new way of living
An overarching theme of adjusting to the move
away from hospital to a community setting
emerged from several participants. Further sub-
themes emerged relating to moving to this new
social context and/or a new geographical area and
the support users received from CRS staff during
this adjustment process:

‘...it took me a while to get used to being

here. The hardest thing | had to get used

to was not living in the same area | grew

up, away from me mam and dad in a new

area that took a while to get used to.” Jim

‘l couldn’t wait to move out of hospital

into the community scheme. It took about

three years for it to happen but | have

no regrets whatsoever. | settled in very

quickly, but what has really made the

difference is having the support.” Lou

These remarks reveal how necessary support
is to optimize adjustment when moving out of an
institutional setting and into a community-based
setting. However, relocation may not be without
its negative aspects, such as moving away from
family and other familiar social networks which
have accrued over time. Related to this overarch-
ing theme were the sub-themes of ‘social accept-
ance/exclusion’:

‘The neighbours are friendly and nice, they

always say hello and when | moved in they

came over to introduce themselves. They

made me feel welcome as soon as | came

here...” Bob

‘...l know what it's like trying to be
accepted by people in a small community,
I've tried it in two or three and when they
find out you have mental health problems
they can turn on you and shun you.’
Stewart

My care, my choice?
An overarching theme of ‘feeling involved in care’
emerged from those participants who felt included
and viewed themselves as active members in their
care management. Participants considered that
they were to some degree involved in their care:
‘I'm involved to quite a degree in my own
care, er, joining forces with the support
staff to get my er opinions and views and
worries out in the open.’ Stewart

‘If there are any changes to my meds | am
told at the review which I really appreciate.
I'm very grateful for being informed at
every stage of my care...” Shane

Not all participants experienced this feeling
of involvement. For example, experiences of not
being listened to, or being disbelieved by doctors
in particular, who could disallow choice and per-
sonal control over medication decisions:

‘...l don’t have much of choice of where

I end up. My aim is to get out of services

but | don‘t think it will happen because

the doctors don’t believe me when | tell

them things...Another thing | don‘t like

is having to take the medication whether

I like it or not, | don‘t feel that the Dr

listens to me or takes into account when |

say that | don’t need it." Lance

The sub-theme of feeling less labelled emerged
in participants’ narratives on life after joining
CRS. This was poignantly expressed by one par-
ticipant who described the association of psychi-
atric diagnosis with a particular setting:

‘... just felt labelled a schizophrenic or

what ever my diagnosis is in hospital and

felt | couldn’t get away from it....I don't

feel labelled as much here.’ Jim

The lived experience of the CRS setting may
not engender the same relative order of diagnostic
stigma as the hospital setting. Although this feel-
ing of involvement was a shared experience it was
not common to all participants. Previous research
has suggested that involving mental health service
users in their care management is highly ben-
eficial to both the individual and for service plan-
ning (Crawford, 2001), and was reflected in the
participants’ views :

*...I like to discuss with the doctors and

nurses how I'm getting on and they always

want to know how I feel to changes in my
care.’ Lou

‘...If there are any changes to my meds
I am told at the review which I really
appreciate. I'm very grateful for being
informed at every stage of my care...’
Shane

‘I'm involved to quite a degree in my own
care...” Stewart

DISCUSSION

Study limitations

This exploratory study was subject to several lim-
itations. First of all, only white males could be
sampled thereby omitting the views/experiences of
both women and ethic groups. Secondly, owing to
the demographic of users, only the experiences of
individuals with a schizophrenia diagnosis could
be sampled. Thirdly, this relatively small and
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homogenous sample limited the diversity of data.
Further study in this area would ideally require a
larger sample of users with heterogeneous ethnic-
ity, diagnostic labels and gender mix. However,
even with these limitations the findings positively
illustrate novel themes of identity work and social
functioning, which have been relatively under-
reported in the current literature on community
mental health rehabilitation.

Identity work

On the surface it appeared that the participant
group was diametrically opposed in their views/
beliefs, in the overarching theme of ‘Am I men-
tally il1?°, for example. However, closer exami-
nation of the data as a whole revealed complex
layers of ambivalence and contest within partici-
pants’ responses. Some participants openly con-
tested whether they were experiencing mental
illnesses, while others asserted the validity of their
diagnoses and articulated compliance with pre-
scribed treatment. The latter also reported how
medication was beneficial, how they felt involved
in the management/delivery of their rehabilita-
tive care and their satisfaction with the status quo.
Those participants openly contesting their diag-
noses also thought that psychotropic medication
was not always beneficial. Yet they also articulated
their compliance with medical prescription while
simultaneously articulating their dislike of tak-
ing psychotropic medication. The genesis of such
viewpoints cannot be attributed solely to prior
negative in-patient experiences, as these were not
exclusively experienced by those contesting their
diagnoses. These views reflect meanings that indi-
viduals attribute to their experiences which differ
to those attributed by medical authorities (Barker
and Buchanan-Barker, 2005); thus helping shape
their lived experience in the CRS setting (Giddens,
1982; 1984).

These findings on participants’ views on men-
tal illness within the CRS setting warrant further
research. Aspects of the findings resonate with
those of Gove (2004) and Thornhill et al (2004).
For example, lay people previously hospitalized
within a ‘mental illness career’ (from admission
to discharge an individual takes on the identity
of a patient and progresses through different lev-
els of independent community living) attempt
to re-establish a less socially stigmatized iden-
tity by retrospective assessment of their function-
ing over time; this has been conceived of as a
recovery approach (Gove 2004, Thornhill et al,
2004). This may involve ‘identity work’ whereby
the individual draws on lay distinctions between
concepts of ‘nervous breakdown’ and ‘mental
illness’ to develop their own interpretive mean-

ings (Ridgeway, 2001) for the complexity of their
experience inside of psychiatric services, such as
‘nervous breakdown’ (Gove, 2004: p369) or resist-
ing the identity of a ‘chronic psychiatric patient’
(Thornhill et al, p188). Although the study did not
aim to focus on the concept of recovery per se,
findings from within the CRS setting do uniquely
reflect similar lay ‘identity work’ that attempts to
distance the user from the perceived stigma asso-
ciated with diagnosed mental illness by movement
towards developing a less stigmatized identity
(Gove, 2004; Thornhill et al, 2004). This was seen,
for example, by one respondent’s (‘Lance’) attri-
bution of the causation of their mental health prob-
lems to physiology. By articulating contests over
the epistemology of diagnosis, participants could
be articulating their perceived truth as well as
attempting to help re-establish a less stigmatized
social identity (Gove 2004, Thornhill et al, 2004).
Furthermore, the findings relating to identity
also highlight the expectations placed on those
who eventually become users of a CRS-type serv-
ice in terms of consumption of medication inside
some form of ‘psychiatric career’ (Karp, 1996;
Aneshensel, 1999; Gove, 2004). Of further note
was the participant imagining both a future time
where they could be ‘totally free’ of health serv-
ices and a social status akin to that of recovery,
without need of further psychiatric intervention(s)
(Thornhill et al, 2004). These findings show how
users shape their lived experience (Giddens, 1982;
1984) through reflexivity about the care system,
their location within it and their perspectives on
recovery. These findings further echo those of
Barnett (2005) about the utility of actively listen-
ing to users (Barker and Buchanan-Barker, 2005).

Social functioning

The findings both support and refute those of
Trieman et al (1999), which links community care
with improvements in social functioning, mental
state, daily living skills and enabling what par-
ticipants describe as more meaningful relation-
ships, despite the often negative media portrayal
of community care. Although some users reported
improved social functioning since joining CRS
(e.g. daily living/socialising; peer bonding), others
also felt that their developing independence was
inhibited by having shared accommodation after
previously living alone. The findings also echo
those of Green et al (2003) which demonstrated
how users experience some form of stigmatization,
as several participants reported similarly feeling
labelled/stigmatized by their diagnoses and their
experiences of receiving social treatment that dif-
fered to others not similarly diagnosed. This find-
ing further points to the importance users appear
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to place on the concept of identity and maintain-
ing an awareness of how they are perceived by
the society in which they live and function, a
research perspective encouraged by Scheff (1999).
Although the most significant theme bisecting par-
ticipants’ experiences was their views on mental
illness/taking medication, it was noticeable that
the themes of improved social skills/meaningful
relationships (stemming from being in the CRS
setting) emerged from all participants; a find-
ing which also supported the particular research
perspective encouraged by Scheff (1999).

CONCLUSIONS

This exploratory study has highlighted particular
themes relevant to the mental health community
rehabilitation setting. More critical awareness of
users’ lived experience, especially reflective of
their viewpoints on psychiatric diagnosis and the
nature of illness/recovery (Deegan, 1996) may
help resist tendencies to invalidate user perspec-
tives/hermeneutic reflections through professional
suspicion/mistrust if/when users contest diagnostic
systems (Thornhill et al, 2004: p184). Following
on from Scheff (1999), these findings are of use
for enhancing existing awareness of the broader
issues surrounding user interpersonal relations and
lived experience within designated community
rehabilitation settings, to aid such services with
identifying potential problems earlier and thus
addressing users’ needs. CRS-type schemes could
further employ the themes that emerged to design/
improve their own evaluations and care plans to
ensure both more appropriate user involvement and
better guidance for the implementation of suitable
care packages. The findings of this exploratory
study may be of additional value for informing the
content of future quantitative data collection meth-
ods within community mental health rehabilitation
settings.

Conflict of interest: none

Aneshensel CS (1999) Mental illness as a career: Sociological
perspectives. In: Aneshensel C, Phelan J, eds. Handbook of
the Sociology of Mental Health. Kluwer Academic/Plenum
Publishers, New York: 585— 603

Babbie E (1992) The Practice of Social Research, 6th edn.
Wadsworth, Belmont, CA

Banonis BC (1989) The lived experience of recovering from
addiction: A phenomenological study. Nurs Sci O 2:37-42

Barker P, Buchanan-Barker P (2005) The Tidal Model: A
Guide for Mental Health Professionals. Brunner-
Routledge, London

Barnett M (2005) Chronic obstructive pulmonary disease: A
phenomenological study of patient’s experiences. J Clin
Nurs 14: 805-12

Blenkiron P (1998) Referral to a psychiatric clinic: What do
patients expect? Int J Health Care Qual Assur 11: 188-92

Canvin K, Bartlett A, Pinfold V (2002) A bittersweet pill
to swallow: Learning from mental health service users’
responses to compulsory community care in England.
Health Soc Care Community 10(5): 361-9

Carrick R, Mitchell A, Powell RA, Lloyd K (2004) The quest
for well-being: A qualitative study of the experience of tak-
ing antipsychotic medication. Psychol Psychother 77: 19-33

Chambers N (1998) ‘We have to put up with it — don’t we?’
The experience of being the registered nurse on duty,
managing a violent incident involving an elderly patient:
Phenomenological study. J Adv Nurs 27: 429-40

Collaizzi P (1978) Psychological research as the phenom-
enologist views it. In: Valle R, Kings M, eds. Existential
Phenomenological Alternatives for Psychology, Oxford
University Press, New York: 4871

Crawford M (2001) Involving users in the development of
psychiatric services—no longer an option. Psychiatr Bull R
Coll Psychiatr 25: 84—6

Creative Support (1998) Agency Philosophy: Corporate
Policy. Creative Support Limited, Creative Support,
Manchester.

Crowther RE, Marshall M, Bond GR, Huxley P (2001)
Helping people with severe mental illness to obtain work:
systematic review. Br Med J 322: 204-8

Deegan P (1996) Recovery as a journey of the heart.
Psychiatr Rehabil J19(3): 91-7

Department of Health (1999) 4 National Service Framework
for Mental Health. Department of Health, London.

Department of Health (2001) The Mental Health Policy
Implementation Guide. Department of Health, London

Disability Alliance (2007) Work skills — unlocking tal-
ent. www.disabilityalliance.org/work3.htm (accessed 23
January 2009)

Fade S (2004) Using interpretative phenomenological analysis
for public health nutrition and dietetic research: a practical
guide. Proc Nutr Soc 63: 647-53

Finlay L (2003) Through the looking glass: Intersubjectivity
and hermeneutic reflection. In: Finlay L, Gough B, eds.
Reflexivity: A Practical Guide for Researchers in Health
and Social Sciences. Blackwell Publishing, Oxford

Giddens A (1982) Social Theory and Modern Sociology.
Polity Press, Cambridge.

Giddens A (1984) The Constitution of Society. Polity Press,
Cambridge.

Goodwin S (1993) Community Care and the Future of Mental
Health Service Provision. 2nd edn. Athenaeum Press,
Newcastle upon Tyne

Gove W (2004) The career of the mentally ill: an integration
of psychiatric labelling, social construction and lay per-
spectives. J Health Soc Behav 45: 135-75

Green G, Hayes C, Dickinson D, Whittaker A, Gilheany B
(2003) A mental health services user’s perspective to stig-
matization. Journal of Mental Health 12(3): 223-34

Hunt D, Smith JA (2004) The personal experiences of carers
of stroke survivors: an interpretative phenomenological
analysis. Disabil Rehabil 26(16): 1000-11

Husserl E (1962) Ideas: General Introduction To Pure
Phenomenology. Macmillan Press, New York

Karp D (1996) Speaking of Sadness: Depression,

KEY POINTS

B Community rehabilitation is an integral cog in the mental health service
provision engine, and has gained socio-political impetus over the years.

B Exploring ‘the lived experience’ of mental health service users can help
improve health professionals’ understanding of their needs and perception
of the world.

B This exploratory study researched this phenomenon within one UK
community rehabilitation scheme. Interpretative phenomenological analysis
of data yielded five overarching themes not previously reported.

B Findings highlight how listening to service users can lead to more effective
and person-centred interventions, and how involving service users in their
care management can aid service user satisfaction and recovery.

International Journal of Therapy and Rehabilitation, February 2009, Vol 16, No 2

RIGHTS LI MN iy

93

Journal of Therapy and Rehabilitation.Downloaded from magonlinelibrary.com by 141.000.039.026 on September 25, 2014. For persona use only. No other uses without permission. . All ri



Research

Disconnection and Meanings of Iliness. Oxford University
Press, Oxford

Kimble CE (1990) Social Psychology Studying Human
Interaction. Wm C Brown Publishers, Dubuque

Olson T (2002) From clinician to client: the lived experience
of mental illness. Issues Ment Health Nurs 23: 43544

Pilgrim D, Rogers A (1999) 4 Sociology of Mental Health
and Illness. Oxford University Press, Buckingham

Ridgeway P (2001) Restorying psychiatric disability: learning
from first person narratives. Psychiatr Rehabil J 24(4): 335-43

Rose D (2001) Users’ Voices: The Perspective of Mental
Health Service Users on Community and Hospital Care.
The Sainsbury Centre for Mental Health, London

Scheff T (1999) Being Mentally Ill: A Sociology Theory.
Aldine Press, New York.

Sharma V, Whitney D, Kazarian SS, Manchanda R (2000)
Preferred terms for users of mental health services among
service providers and recipients. Psychiatr Serv 51(2): 203-9

Simpson E, House AO (2002) Involving users in the deliv-
ery and evaluation of mental health services: Systematic

review. Br Med J 325: 1-5

Smith JA (1996) Beyond the divide between cognition and
discourse: using interpretative phenomenological analysis
in health psychology. Psychol Health 11: 261-71

Smith JA (2007) Hermeneutics, human sciences and health:
Linking theory and practice. International Journal of
Qualitative Studies on Health and Wellbeing 2(1): 3—11

Smith JA (2004) Reflecting on the development of interpre-
tative phenomenological analysis and its contribution to
qualitative research in psychology. Qualitative Research in
Psychology 1(1): 39-54

Tait L, Lester H (2005) Encouraging user involvement in
mental health services. Advances in Psychiatric Treatment
11: 168-75

Thornhill H, Clare L, May R (2004) Escape, Enlightenment
and Endurance. Journal of Anthropology and Medicine
11(2): 181-99

Trieman N, Leff J, Glover G (1999) Outcome of long stay
psychiatric patients resettled in the community: prospec-
tive cohort study. Br Med J 319: 13-16

This article is to be commended
for the aim of exploring serv-
ice users’ experiences of mental
health services. The researchers
found a dearth of this kind
of research in community reha-
bilitation services (CRS) and so
undertook a study to highlight
and understand the lived expe-
riences of people using these
Services.

Despite the lack of research
on rehabilitation services revealed
in the authors’ literature search,
there are many first-hand
accounts of living with mental
health difficulties (Adame and
Knudson, 2007), and much of
this research has contributed to
our understanding of recovery.
The authors do touch on the
concept of recovery, however,
this could have been developed
much further in light of the feel-
ings expressed by the respond-
ents. This would have made a
useful framework for conceptual-
izing their lived experience.

Recovery approaches in men-
tal health have grown from the
stories told by people who use
mental health services (Deegan,
1997). Embracing recovery is a
difficult and challenging proc-
ess for service providers (Lloyd
et al, 2008), and also perhaps
for researchers who deliver serv-

to hear what is being said and to
acton it.

Recovery is currently a very
topical issue, provoking much
interest, but there are a number
of different ways in which the
concept is being understood
and applied in practice (Lloyd
et al, 2008). Although there is a
consensus that the word ‘recov-
ery’ when applied to mental ill-
ness came from the service user
movement (Davidson, 2005),
there is also an argument—inter-
estingly based on service user
accounts—that the ownership
should remain with the serv-
ice user and that this concept
provides an alternative to main-
stream concepts of clinical recov-
ery (Adame and Knudson, 2007).
This view of recovery challenges
an oppressive system that uses
detention and medication, and
incorporates elements of radical
psychiatry (Casey, 2008). Now
that mental health services are
absorbing the concept of recov-
ery into everyday practice and
weaving it together with other
concepts, such as clinical recov-
ery (Secker et al, 2002), there is
a danger that we are losing the
spirit of recovery as originally
conceived by service users.

There is a clear narrative in this
article on negative hospital serv-

about it? Why is ‘Bob" still tak-
ing his medication if he feels so
unhappy about it? The use of lan-
guage reflects how well we are
hearing and understanding. The
authors describe their research as
exploring the experience of ‘being
cared for’ by CRS. We must criti-
cally examine what could be seen
as a paternalistic attitude and
notice when caring becomes a
limitation on people’s lives and
the choices they make. It is inter-
esting that one of the respond-
ents reported feeling grateful that
he was kept informed about deci-
sions made about his treatment
plan; this is a long way from
collaborative care.

It is important to be reflec-
tive on what is driving practice
and understand the philosophy
of recovery. We should listen
carefully to what service users
are saying and not ignore those
voices that do not fit with the
systems and services that we
currently provide. If ‘Bob” was a
service user you were working
with and he stopped taking his
medication, what would your
immediate response be? Reflect
on your reaction carefully.

This commentary does not
aim to criticize the CRS where
this study took place; it is fully
recognized that the study set-

provoked many questions for
me and hopefully others. It has
therefore made a useful contri-
bution to the debate about how
mental health services can deliv-
er humane and positive support
for service users.
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Research on the lived experience
of health-care service users is
of great importance, and this
article is an interesting contri-
bution to the knowledge base
within mental health community
rehabilitation. The perspective of
people receiving services is need-
ed to help develop the qual-
ity of services, and to make us
reflect on how we can best meet
the needs of users, especially in
community-based settings.

As the authors point out, lim-
ited knowledge exists on users’
lived experiences in this area,
which makes an explorative, bot-
tom-up approach suitable. Their
findings will add to the work
done by researchers at Boston
University (Spaniol et al, 2002)
and by Sells et al (2006), among
others, who have contributed
extensively to the knowledge
base on users’ experience of
recovery from severe mental ill-
ness. This growing knowledge
base can help us plan recovery-
oriented services.

The qualitative research
approach taken in this study
was appropriate to gain an in-
depth understanding of peo-
ple’s experiences of a particular

phenomenon. By using an
exploratory and phenomenolog-
ical approach, the authors iden-
tify five major themes of impor-
tance for users while being cared
for in a community rehabilitation
scheme in England. The located
themes have essential value and
seem applicable across cultures,
thus will be informative for prac-
titioners and researchers in men-
tal health worldwide. Despite
the methodological limitations
mentioned by the authors, the
themes identified can give us a
deeper understanding of how
users perceive community serv-
ices, and make us understand
some of the challenges they face
in this context.

Some of the findings, particu-
larly in relation to the benefits of
being involved in care, have been
supported by other research.
Although evidence is sparse,
user participation and involve-
ment have been shown to be
important factors in furthering
the development of socials skills,
service management (Valentine,
et al, 2003) and in preventing
helplessness (Greenall, 2006).

However, the claim by the
authors that the findings can

help to ensure appropriate user
involvement is not an easy one
to make, as several studies have
located barriers among profes-
sionals, such as negative atti-
tudes and views on the user’s
capability to make choices and
to be involved in care planning
(Anthony and Crawford, 2000;
Goodwinn and Happel, 2006;
Greenall, 2006). User involve-
ment and listening to the voice
of the users seems to be a diffi-
cult goal to achieve, despite the
good intentions highlighted in
mental health policies. Further
research on this paradoxical
topic is needed to deepen our
understanding and help clarify
the complexity of practice.

From the findings reported
by the authors on differing per-
sonal experiences according to
perception, experiences and
social context, it is clear that we
still need to extend our under-
standing of how users experience
everyday life while participating
in rehabilitation. In particular, the
findings from this study call for
further investigation into barriers
to user involvement and expe-
riences of stigmatization. The
themes located by the authors

may serve as a guide for this
much needed research.
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